Strategies used by families to navigate uncharted territory when a child is dying.
The eight families in this grounded theory study moved through a process of navigating uncharted territory as they lived with a child who was dying from a neurodegenerative, life-threatening illness. The process was characterized by four dimensions: entering unfamiliar territory, shifting priorities, creating meaning, and holding the fort. Within these dimensions, parents used strategies such as seeking and sharing information; going into slow motion and focusing on the child; taking one day at a time and reframing the experience; and living by the clock and promoting the child's health, to manage the physical, cognitive, and emotional work arising from the situation. The focus of this paper is on the strategies that families used. Suggestions for practice and research are offered to assist health care professionals in providing optimal care to these families.